Introduction
============

The rising prevalence of diabetes in the UK \[[@B1]\] is well documented. We know that the South Asian population have a higher relative risk of diabetes and kidney complications \[[@B2],[@B3]\] because of genetic, lifestyle or access factors \[[@B4],[@B5]\]. Research to stratify and understand populations based on ethnicity can help us understand better the full extent of the challenge of Type 2 Diabetes Mellitus for those who commission or provide diabetes care \[[@B6],[@B7]\], particularly as ethnic minorities are predicted to make up approximately 43% of the UK population by 2056 \[[@B8]\]. Previous research has also shown that there can be barriers to healthcare access that relate to ethnicity or culture, which culturally competent healthcare providers seek to mitigate \[[@B9],[@B10]\] in order to provide equitable access and quality in diabetes care \[[@B11]\].

Quality care in diabetes includes support for people in managing their diabetes and was part of Standard 3 of the UK National Service Framework: 'empowering people with diabetes' through engagement and partnership in decision making \[[@B12]\]. In exploring access to quality diabetes care, this aspect needs to be considered along with access to other supporting interventions such as patient education^a^ and against the policy backdrop to encourage patient centred care and joint care planning \[[@B13]\]. The combination of quantitative and qualitative data which capture the processes of care and the experience of people who live with this complex chronic disease have the potential to help all stakeholders understand how to maximise access to effective diabetes prevention and management.

The fundamental role that people with diabetes play in their own personal management continues to be emphasised through current policy guidance \[[@B14],[@B15]\]. This is not purely in terms of increasing patient empowerment and improving experience, but also because of the potential cost savings \[[@B16]\] in the face of increasing diabetes prevalence rates and costs in the UK \[[@B17]\] of managing diabetes \[[@B18]\] and complications, particularly in ethnic minorities, who have a higher risk of diabetes and end stage renal failure compared to White Europeans \[[@B19]\].

Earlier studies have shown that by the time they are diagnosed with diabetes, half the people already have signs of complications and the onset of diabetes may occur 5--6 years and 10 years prior to diagnosis respectively \[[@B20],[@B21]\]. These highlight the importance of early diagnosis and care for on-going self-management which quality initiatives through the first decade of the new millennium sought to implement \[[@B12],[@B13],[@B22]\].

The Diabetes Care Pathway Study compared access and experience of diabetes care in White European and South Asian groups at three locations in the UK: Leicester, Luton and West London. By using mixed methods and applying a care pathway design to the study we were able to explore and make some evaluation of the impact of the quality initiatives introduced, as well as making suggestions for whom and how diabetes care could be further improved.

This paper describes patient experience early on in the pathway around the period of diagnosis, which is an important time for people to receive information about the condition in an appropriate and individual centred way \[[@B12],[@B13],[@B23]\]. Current policy drivers for patient experience work \[[@B24]\] support the use of patient experience data to improve quality of services in the evolving NHS through attention to the key elements of quality, access, cultural sensitivity, shared decision making, information and communication amongst other patient centred objectives. Patient experiences of diabetes diagnosis and care in 2007, following the introduction of quality improvement initiatives include: national service frameworks for diabetes and kidney disease and the Quality Outcomes Framework (QOF). These are presented and discussed in relation to improving access to quality diabetes care. Broad recommendations are made for NHS diabetes care.

Methods
=======

The Diabetes Care Pathway Study was implemented at 3 sites: Leicester, Luton and West London (Ealing) through 2006 to 2008. The inclusion of study sites was based on the socio-demographics of the local population to enable the inclusion of patients and providers to patients from the predominant South Asian population groups in the UK i.e.: Indian Gujarati; Indian Punjabi; Pakistani and Bangladeshi.

The overarching study combined audits at two stages in the diabetic renal disease care pathway: at diabetes diagnosis and at referral to specialist renal services in 2004 and 2007, with qualitative interviews from patients and care providers in 2007. This paper is concerned with the interviews of patients who made up the audit sample of people diagnosed with type 2 diabetes in 2007. The audit element has been previously reported \[[@B25],[@B26]\].

Sample selection and recruitment
--------------------------------

The patients for interview were recruited by participating general practitioners who themselves had been recruited to provide a representative sample in terms of practice population demographics, size, type of practice and QOF achievement scores. The sample selection of 18 GP practices was purposive and pragmatic, and the analysis and interpretation of results takes into account study limitations and external validity in relation to sample selection.

It was estimated that up to 20 patients (10 White and 10 South Asian) would be recruited at each site (up to 60 in total), and that this would collectively provide: a representative sample of newly diagnosed patients across the practices, enable at least one patient to be recruited from each participating practice who would be considered an adequate sample for the proposed analysis \[[@B27],[@B28]\] and fit within the resource limitations of the study.

Primary care practice staff conducted a search of their practice database in 2008 to identify patients who fulfilled the inclusion criteria (\< 16 years, of White European or South Asian ethnicity and diagnosed with T2DM between 1^st^ January -- 31^st^ December 2007). All patients who fulfilled the criteria were sent a letter with a response slip, patient information sheet and stamped addressed envelope for response. Those who returned the response slip indicating that they were willing to take part in an interview received a telephone call from one of the research team (including bilingual researchers as required) to answer any questions the potential participant might have and - if the individual still wished to take part - to arrange the interview.

Interview format
----------------

A semi-structured questionnaire schedule was developed specifically for the purpose of this study. This was devised by collaborating researchers (social scientists and clinicians) and comprised a series of questions with prompts covering the following broad areas: diagnosis of diabetes; symptoms; access to and experience of diabetes services; current health; self-management and support; access to information and communication. Both the patient information sheet and the preamble to the interview asked patients to recount, in their own words, their experience and the interview schedule was intended to be used as a guide and to ensure the main areas were covered during the course of the dialogue. One to one interviews were conducted by researchers in the patient's preferred venue, invariably the patient's home, and in the patient's language of choice, employing bilingual researchers where required. Interviews lasted between 40 minutes to one hour and were tape recorded. The resulting recordings were transcribed verbatim into Microsoft Word documents.

Analysis
--------

Interview transcripts were repeatedly read through, an initial framework of key themes (initial thematic categories) was formulated and interviews were analysed using these themes as well as others as they emerged. Although broad interview areas had been determined a priori, these themes were identified retrospectively through the analysis process. Analysis of data from these themes forms the basis of the following results and discussion.

Figure [1](#F1){ref-type="fig"} provides a schematic framework for the research, areas explored and emerging themes in this element of the Diabetes Care Pathway Study. The bold boxes and arrows concern the research question, themes and emerging subthemes discussed in this paper whereas the dashed boxes and arrows relate to other elements of the Diabetes Care Pathway Study which are described elsewhere \[[@B9],[@B25],[@B26]\].

![Schematic framework for the research, areas explored and emerging themes in the Diabetic Care Pathway Study.](1475-9276-13-29-1){#F1}

Thematic analysis is a widely used process in the analysis of qualitative data \[[@B29],[@B30]\] and was used in this research to identify a framework of themes and sub themes which relate to the access and quality of healthcare. Nvivo 7, a computer software package for qualitative research, was used to facilitate data coding and retrieval. The lead researcher (EW) conducted the coding and data analysis in collaboration with bilingual research interviewers who provided feedback on individual interviews and the chief investigator (GR), who had oversight of the process. The researchers who carried out the analysis have a background in public health research and in qualitative methods. They were part of a larger interdisciplinary team made up of General Practitioners, Nephrologists and Epidemiologists who assisted in interpreting findings. The interview quotes have been reproduced verbatim and have been made anonymous and attributed to the different groups of participants that were interviewed -- SAF = South Asian Female; SAM = South Asian Male; WEF-White European Female; WEM = White European Male.

Results
=======

Forty-seven people (28 South Asian, 19 White European) with a recent (\< 1 yr) diagnosis of T2DM were recruited and interviewed. South Asian participants were 12 years younger at diagnosis (mean age 50.6 years, range 34--77 years) compared to White European participants (means age 63.3 years, range 43--85 years).

The interview sample included slightly more men (4.7%) than women, relative to the proportion within the original audit sample. Recruitment rates were 17.4% and 12.7% respectively and the proportion of White European to South Asian was similar: 59.6% v 54.1% South Asian and 40.2% v 45.9% White European respectively to the original audit sample.

Information
-----------

Twenty-one (44.7%) of people reported having information needs in various ways -- diet detail; risk and complications explained; what monitoring to expect:

### Information gaps

*'Well, I have never been told anything about the things that I have said; like to see a dietician or eye checks, to be given an idea of what sort of symptoms I can expect over the years.'***WEF1**

*'They don't really tell you what would happen if it carried on...and I think that's important to know. But the only way we know is because my brother-in-law is a doctor and he told us...otherwise we wouldn't have known; so I think it's important to let people know.'***SAF1**

### Sources of information

For many of the respondents, family members were a good source of information. In regards to awareness about diabetes, only a very small number (n = 1 out of 28) had received structured patient education at two of the three sites. At the third, nearly half of the participants had either attended the DESMOND^b^ programme or a shorter locally developed alternative for non-English speakers. Those who had attended the DESMOND sessions suggested that the amount and timing of information was problematic for people recently diagnosed with diabetes, and that in retrospect they might have found it more useful for education to be delivered in a more staggered way:

### Staged information

*'It was an awful lot of information to take in. I mean, they did say how the pancreas doesn't work and it affects the liver and - but there's a lot there I'm sure they didn't take in, because the older you get the less you retain anyway. Well, I do. I find I have to do things in the mornings.'***WEF1**

*'I think when you're first diagnosed it does come as a shock and you think, oh, you know, then you sort of - oh it can't be me - and then you've got all this information in one day and you just don't take it all in, you know. I think maybe it's better 6 months down the line when you've sort of complied, you know, sort of, you've got it and then go. I mean, I could have done with this sort of say 6 months ago when I'd got it into my head that, you know, I need to sort of look after myself a bit better, you know.'***WEF2**

Support
-------

Reflection on their experiences during the first year of diagnosis also prompted participants to comment on the care provided by their GP in terms of support. A small number reported their satisfaction with the quality of the care they had received to date, whilst a similar number described their dissatisfaction. The following extracts illustrate these contrasting experiences and opinions of diabetes care:

Care as treatment versus support
--------------------------------

*'So as far as I am concerned about diabetes it was found out rather quickly, it was treated rather quickly and professionally.*' **WEM1**

*'At present my Doctor is excellent, I am able to talk to him and ask questions whereas the previous one I couldn't. Initially, I did not ask for any help as my GP had a bad, unapproachable attitude.'***SAM1**

### Provider approach and flexibility

*'The nurse is very good and the GP was great around diagnosis but of late has not been so supportive. I want to work with a non-medical route more but my GP wants me to take medication so it is difficult. I wish I could have a discussion or partnership but it is hard to speak to him...I understand the long term consequences of not taking medication, I am painfully aware of the implications but I would like to give it a chance to work...use different ways of dealing with it, perhaps not such a standardised route. Doctors just see you as one of many, do not cater for individuals.'***WEM2**

*'I don't feel they support you as such. I think they just follow protocol. It's like a standard procedure they go through. They give you leaflets and stuff but it is up to you to read, they are not concerned if you do or not. As far as they are concerned they have done what they have to and then it is up to you; which I kind of understand but I don't find it very helpful...The GP just checks me out and does the routine stuff but does not give me any encouragement nor does he understand what I am going through. I suppose the GP and nurse are just doing their job, I don't think they are bothered.'***SAM2**

### Comparison by ethnicity

A comparison of responses across the White European and South Asian groups of respondents found that the patient experiences varied by individual rather than being common experiences for either ethnic group. This is illustrated by the following extracts from interviews with three people who share the same broad SA ethnicity grouping but had quite different emotional responses to diabetes diagnosis:

### Individual emotional response

*'And I was so upset; and she said: "he mentioned you will be on insulin". That was the first time I went when I was doing my blood test. And I complained, I said, "I don't want it"...I had to make an appointment, because I was so scared thinking: "oh my God, what am I supposed to eat now?" I was confused. So one of the nurses said: "oh just eat normally except no sugar and less butter and...", because any fat, because it's (inaudible) if you're diabetic that can give, what do you call it, harden arteries and give you a heart attack.'***SAF4**

*'No, no, I don't put in the mind to the diabetes, because if you put in your mind you get more worse. So some people have cancer, like, so every day they put in the mind "oh I have cancer" and second, third day...so what's wrong with that, one day is going to crash. If you're cured, that's a cure; it's good; it's in the mind. '***SAM3**

*'So yeah, you've got to keep it in perspective, you know, information is a good thing but sometimes it can be a bad thing in the sense it causes more anxiety. So as long as, you know, you keep it in a balanced sort of way, keep it in perspective, then at least you'll understand it; that's the main thing. Because it's no use ignoring it, you know, being like an ostrich, digging your head in the sand thinking "oh, none of these things will happen", you have to, you know, accept it, once you've got diabetes there are certain things that will sort of happen but those things can be prevented as far as possible by you carrying out these measures.'***SAM4**

This analysis also identified some of the broad support needs reported by individuals and related to access and patient centred care. For older participants, there were other pressing concerns at diabetes diagnosis such as issues of accommodation and mobility:

### Broad support needs

*'These are the two things I am most concerned about it, because in my situation...I want to have good accommodation, you know, that I am suggesting really, backing it to the city council that I needed a bungalow where I can have it a little garden and I can do little bit gardening...You know, being independent I like it, that sort of thing, but that is a suggestion, not for diabetics but for me this is, I just wanted my own - but thing is...they won't do it. They can do it for people who are getting worse, for them they can put it very quickly for accommodation, but I am getting, you know, controlling myself better and I am out of their list.'***SAF5**

*'Yeah, I'd like help yeah, because I can't walk, I told them because I can't walk I need something supporting me and he said, "you not need, instead of holding something to walk ....'***SAM3**

Communication
-------------

Although a comparison of responses across the two ethnic groups found that differences were individual rather than related to ethnicity, when it came to communication more than a third of the SA participants (9 out of 25, 19% of all respondents) reported having to rely on family members to translate information during clinical encounters:

### Family members

*'As I can't speak the language myself, I always take my brother with me. But I do ask questions through him, like what to do and when.'***SAF2**

### 'Mainly' understanding and 'getting by'

*'Even though I don't speak English fluently I understand and manage to get by. Also, my GP is very good and explains well to me.'***SAF3**

This may have affected their access to aspects of care which concern communication between patients and care providers as these respondents reported that they 'mainly' understood what was said during clinical encounters, no-one reported interpreters assisting with appointments and only a small number of the SA respondents said the GP spoke their language.

Discussion
==========

The findings of this study are of benefit to health care commissioners and providers around the world who look after multi-ethnic populations: 44% of participants in this study had information (support) needs which had not been met at diagnosis despite other improvements in quality of care prior to 2007, such as improved monitoring \[[@B25],[@B26]\]. This represents a missing link in providing patient centred care within a chronic disease model for diabetes in primary care \[[@B31]\] and missed opportunities for information exchange.

For patients to have access to quality care for improved health outcomes, that care must be relevant and effective \[[@B11]\]. The role of healthcare providers in facilitating access to diabetes care includes the provision of meaningful information to support patients to make decisions about their own care \[[@B13]\], amongst other activities such as the prescription of medication and monitoring of the condition (Figure [1](#F1){ref-type="fig"}).

Engagement with their GP and practice nurse is the means by which most of diabetes care is accessed by patients thus building of a concordant relationship from diagnosis onwards is vital in supporting this. In addition, the time around diagnosis is an important period for engaging with patients in a positive way to minimise stress/distress \[[@B32]\] and to provide information, answer questions and voice concerns \[[@B23],[@B33]\].

This study interviewed patients within a year of diabetes diagnosis but were at different points within that first year. Therefore, the data collection was unlikely to have captured all patients' experiences as some patients were yet to receive additional care. The information needs may have therefore have reduced by the end of the year. However, it is equally possible that different information and support needs may have been identified and other barriers to access may have become apparent by the time one year had passed.

At two of the sites only a very small number of respondents had received any structured diabetes education at the time they were interviewed, despite guidance for providers which promoted this as a means of meeting the diabetes quality standards \[[@B34]\]. Diabetes education is a cornerstone of an empowerment for effective diabetes self-management and our data seems to suggest that in our sample in 2007 there was variable access to this element of care in the period following diagnosis. As general practitioners act as gatekeepers to diabetes education through referral of patients they play an important role in ensuring patient access to that aspect of diabetes care.

Whilst it has been questioned whether an empowerment approach is in itself appropriate for all cultures \[[@B35]\] it is universally agreed that for self-management to be supported there needs to be collaboration and communication between patient and healthcare provider from the outset and there on afterwards \[[@B13],[@B36]\]. Furthermore, the concept of patient centred care is based on premise that services are aware of and able to respond to the specific needs of patients in relation to their condition, and for this to occur there must be effective communication between care provider and patient.

The novel approach of the Diabetes Care Pathway Study was that it explored patient experience and quality of diabetes from a realist and holistic perspective following implementation of national policy and quality initiatives. The novel findings from the qualitative element reported here are that they suggest - within the context of quality improvements in detection, management and monitoring - the fundamental process of concordance to facilitate and encourage self-management is a matter of meaningful interactions between individuals - that is, patients and their care providers.

The comparisons by broad ethnic categories emphasised this by showing individual differences rather than generic cultural ones in response to diabetes diagnosis and care. This is not to say that culture is not important in understanding both the delivery of diabetes care and patient attitudes to it, but that our results suggest that quality improvements should improve access at the level of person to person interaction and cultural competency through provider communication, openness and approachability.

Patients who were critical of the care they had received identified that recognition of individual needs and open communication to discuss these by GP's were lacking. Unless there is two-way communication in diabetes care, it is unlikely that the care provider is able to gauge individual response to diagnosis and therefore support self-management early on in a meaningful and timely way. Others have found that there is a lack of content and effective communication within interactions between GPs and non-fluent South Asian patients, even though consultations tend to be longer \[[@B37]\]. This may be indicative of less informative as well as less meaningful and therefore less concordant interactions in consultations when language is a barrier.

More than a third of the South Asian participants (9 out of 25, 19%) reported having to rely on family members to translate information. If this is the case in our sample of willing respondents, we can only surmise that for others who may be less health literate or not have access to bilingual communication about their health, lack of information and support at diagnosis, this may be an even bigger issue. Whether 'mainly' understanding what care providers are saying is satisfactory in the context of supporting self-management of T2DM is a question these results raise. Further work is required to find effective communication methods for supporting South Asian patients who are not fluent in English with this aspect of diabetes care.

Future demographic shifts towards greater proportions of older people \[[@B38]\] and ethnic minorities in the UK population (8), together with predicted rises in obesity and related chronic diseases, make support for effective self-management of T2DM all the more pressing. This qualitative exploration of the experiences of White European and South Asian patients recently diagnosed with diabetes found few issues which related directly to respondents' ethnicity, but highlighted some of the universal challenges for care providers in ensuring access to quality diabetes care for all patients.

The range of experience expressed by this sample of people with a new diagnosis of diabetes indicates that a one size is not likely to fit all when it comes to supporting patients in self-management early on in the care pathway. Patients who talked about poor communication with their GP identified that it varied with the individual clinician, but a standardised approach which did not extend to good patient-practitioner communication lacked individual support for diabetes self-management. As quality improvement guidance focussed on patient empowerment as a main objective and patient centred care has been an overarching theme in NHS policy for some time, it seems that this element of diabetes care has been more difficult for primary care to implement compared to others such as monitoring \[[@B25],[@B26]\].

This qualitative study seeks to understand some of the processes of quality diabetes care from the patient's perspective in a sample of people recently diagnosed with diabetes. Non-responders were not followed up and it is possible that the people interviewed had better access in the first place, particularly with respect to the South Asian population for whom there can be additional barriers to taking part in research \[[@B39]\]. The observations of the range of individual experience in diabetes diagnosis and care - as well as the unmet information and support needs during the first year - may therefore be greater in the wider population. A primary care workforce that can be adaptable to communication and work with a range of reactions, knowledge and attitudes towards diabetes diagnosis has the potential to encourage effective diabetes self-management in the future.

Our analysis seems to show that, although many people were satisfied with the diabetes care they had been receiving, their needs with respect to information and support had not yet been met and that communication with providers plays an important role. The facilitation of self-care by the primary care team appears to be the more difficult element of diabetes care to implement as it is necessarily individualised and requires the resources of time and communication to build a concordant relationship.

Finally, learning from accounts of individual people's concerns and priorities regarding their diabetes care, a more holistic social model of patient centred care and access is required to be adopted in primary care. This should encompass wider issues such as mobility and environments, and respond to the changing needs and priorities of people with diabetes as they grow older.

Limitations
-----------

The patient sample came from an audit of all patients diagnosed with T2DM during 2007 at 18 GP practices in Leicester, Luton and West London that had been purposively recruited to include the variety of GP practices at those locations.

Potential interviewees were approached by letter and non-responders were not followed up, so it is possible that the interview sample achieved was not representative of the audit population. Ethnic minority groups tend to be under represented in clinical health research and it is possible that we did not recruit patients who are less engaged with the health system and who experience the most barriers to access. This could be the case for both the groups in this research and, as written recruitment literature was used in the first instance and was not translated from English, there was a potential barrier for people unable to read English.

The study was exploratory in that it considered ethnicity, which in itself is a complex concept. It was not possible, within the constraints of size and resources together with incomplete and inaccurate recording of ethnicity in primary care, to achieve a sample which was able to fully explore comparisons based on ethnicity over and above the broad South Asian and White European categories used in this study.

Although interviews were conducted in the participant's preferred language, by bilingual interviewers where necessary in order to obtain quality data, it is possible that there was some bias through translation. Many of the interviews and all the thematic analysis were conducted by an experienced researcher but bias could also have occurred through misinterpretation.

Low participation rates therefore may have been due to research and context specific factors such as the initial recruitment method (postal rather than face to face or by telephone) and the fact that potential participants who had recently been diagnosed with diabetes may have felt they had limited experience of diabetes care to report. However, the relative proportion of South Asian and White European respondents was similar to the audit sample 58% vs 59.6% South Asian and 42% vs 40.2% White European so there appeared to be no particular bias in participation by either group notwithstanding other barriers to participation \[[@B40]\].

Conclusions
===========

Our study shows that care varied for people with recent diabetes diagnosis at the three study sites, as not all recently diagnosed patients had access to all aspects of quality diabetes care and therefore were met with a lack of support and information. There was evidence that deficits in care at diabetes diagnosis related to GP communication, information giving and support. The findings highlight that access to care for South Asian patients was affected if they were not fluent in English and had to rely on family members to translate. The quality improvement initiatives had not achieved access to quality diabetes care for all respondents. In order to support self-management and deliver patient centred care in diverse populations, health care commissioners and care providers will need to be adaptable to individual needs around diagnosis.

Endnotes
========

^a^Patient education was defined by the UK National Institute for Clinical Excellence in 2005 as: 'a planned and graded programme that is comprehensive in scope, flexible in content, responsive to an individual's clinical and psychological needs, and is adaptable to his or her educational and cultural background.' \[[@B41]\].

^b^DESMOND - Diabetes Education and Self-Management for Ongoing and Newly Diagnosed \[[@B42]\].
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